


F Y  94 F Y  96 F Y  98F Y  95 F Y  97O P E R A T I N G F Y  93
Pe r s ona l  S e r v i c e s
T r a v e l
Cont ra c tua l
S u p p l i e s
E qu i pm en t
Land & Struc tur e s
Grants,  Claims
Mi s c e l l an e o u s
T O T A L  O P E R A T I N G

STATE OF A L A S K A  
1992 LE G IS LA T U R E
REQUEST :
Re vi sion Da t e :  _____
T i t l e :
S p ons o r :
R e q ue s tor:

BILL VERSION SCR 29
PUBL I SH  D A T E  2 8 - J a n - 9 2

Bon e  Marrov; Donor  W e e k
D e p a r tm e n t  A f f e c . e d  DHS S  

BRU:
C o t t e n
Senate_HE5-S

Compon en t '  
"COMPONENT  S ER IA L  NO. ’

E X P E N D I T U R E S / R E V E N U E S :  ( T H O U S A N D S  OF________

C A P I T A L

REVENUE

P O S I T I O N S :

FUNDING:  ( T H O U S A N D S
General  Fund 
Fede ral  Fund 
O t h e r  
T O T A L

F u l l - T i m e 0 C 0 0 0 0
P a r t - T i m e 0 0 0 0 0 0
T e m p o r a r y 0 0 0 0 0 0

A N A L Y S I S :  ( A T T A C H  A  S E P A R A T E  P A G E  IF N E C E S S A R Y )

P r e p a r e d  By: Me l i s sa F o u s e _______________________________Phone :  381  8
Division:  S e n a t e  H E S S  Commi t t e e  Dat e :  2 8 - J a n - 9 2

A p p r o v e d  b y  C o m missioner:  S e n a t o r  Arliss S t u r g u l ew s k i_________________________
A g e n c y :   S e n a t e  H E S S  Commi t t e e_________ Dat e :_________ 321  69

distribution: Leg. Fin., Legislative Sponsor, Requestor, OMB/DBR, Gov. Legis. Ofc., & impacted agencies
PAGE 1 OF 1



ALASKA STATE LEGISLATURE

P.O. Box 770296 
Eagle River, Alaska 99577 

(907) 694-6683
3111 C Street, Suite 540 

Anchorage. Alaska 99503 
(907)561-8459

3  Slate Capitol
Juneau, Alaska 99801-1182 (907)465-3711

v jy.l•'■'m •

S e n a t o r  S a m  C o t t e n

TO: S e n a t o r  A r l i s s  S t u r g u l e w s k i ,  C h a i r  
S E N A T E  H . E . S . S .  C o m m i t t e e

FROM: S e n a t o r  S a m  C o t t e n

DATE: J a n u a r y  24, 1992

RE: S C R  29 D e s i g n a t i n g  A p r i l  19 -25, 1992 as " B one
M a r r o w  D o n o r  W e e k "

A s  i n d i c a t e d  b y  t h e  title, t h i s  r e s o l u t i o n  w o u l d  d e s i g n a t e  
A p r i l  19 - 25 as " B o n e  M a r r o w  D o n o r  W e e k " .  I i n t r o d u c e d  S C R  
29 in o r d e r  t o  b r i n g  m o r e  a t t e n t i o n  t o  t h e  e f f o r t s  b e i n g  m a d e  
to p r o m o t e  i n v o l v e m e n t  in t h e  b o n e  m a r r o w  d o n o r  p r o g r a m .
Bo n e  m a r r o w  t r a n s p l a n t s  a r e  u s e d  to s u c c e s s f u l l y  t r e a t  
l e u k e m i a  a n d  o t h e r  b l o o d - r e l a t e d  d i s e a s e s .  T h i s  p a r t i c u l a r  
w e e k  w a s  s e l e c t e d  a t  t h e  r e q u e s t  of t h e  B l o o d  B a n k  of A l a s k a  
t o  c o i n c i d e  w i t h  " N a t i o n a l  O r g a n  P r o c u r e m e n t  Week".

L a s t  y e a r  t h i s  c o m m i t t e e  p a s s e d  a s i m i l a r  r e s o l u t i o n .  I a m  
p l e a s e d  t o  n o t e  t h a t  t h e  B l o o d  B a n k  of  A l a s k a ,  t h e  E a g l e  R i v e r  
L i o n s  a n d  L i o n e s s e s  a n d  n u m e r o u s  o t h e r  g r o u p s  w e r e  a b l e  to 
t a k e  a d v a n t a g e  of t h e  l e g i s l a t i v e l y  d e s i g n a t e d  w e e k  and 
i n c r e a s e d  p u b l i c  a w a r e n e s s  and i n v o l v e m e n t  in t h e  b o n e  m a r r o w  
d o n o r  p r o g r a m .

D u r i n g  B o n e  M a r r o w  D o n o r  W e e k  in 1991 t h e r e  w e r e  a n u m b e r  of 
e v e n t s  c o n d u c t e d  t h r o u g h o u t  the state. O n e  v e r y  s u c c e s s f u l  
a c t i v i t y  w a s  a t y p e - t e s t i n g  d r i v e  r i g h t  h e r e  in t h e  c a p i t o l  
b u i l d i n g  w h i c h  Rep. B e t t y  B r u c k m a n  a n d  h e r  s t a f f  s p e a r h e a d e d .

A l t h o u g h  t h e  b o n e  m a r r o w  d o n o r  p r o g r a m  is an  o n g o i n g  e f f o r t ,  
d e s i g n a t i n g  o n e  w e e k  in A p r i l  w i l l  h e l p  i n c r e a s e  the l e v e l  of 
p u b l i c  a w a r e n e s s  a n d  f a c i l i t a t e  p r o m o t i o n a l  a c t i v i t i e s .



S C R  29 P A C K E T  C O N T E N T S  

S P O N S O R  S T A T E M E N T

A r t i c l e  4 / 2 5 / 9 2  C h u q i a k - E a g l e  R i v e r  S t a r

A r t i c l e  4 / 2 5 / 9 2  C h u q i a k - E a g l e  R i v e r  S t a r

L e t t e r  o f  s u p p o r t  for NBMDP, F i r s t  L a d y  B a r b a r a  B u s h

A r t i c l e  1 0 / 8 / 9 0  B u s i n e s s  W e e k

B l o o d  B a n k  of A l a s k a  D o n o r  I n f o r m a t i o n

N a t i o n a l  B o n e  M a r r o w  D o n o r  Pro g r a m ,  G e n e r a l  I n f o r m a t i o n
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B L O O D  B A N K  O F  A L A S K A  IN C O N J U N C T I O N  W I T H  
P U G E T  S O U N D  B L O O D  C E N T E R  

UNIVERSITY O F  W A S H I N G T O N  S C H O O L  O F  MEDICINE

C O N S E N T  T O  JOIN A  V O L U N T E E R  M A R R O W  D O N O R  RE G I S T R Y

Patrick G . Beattv, M .D ., Associate P ro fesso r o f  Medicine 
(2 0 6 ) 292 -1897  '

Franc A. Fa llico , M .D ., B lood  Bank o f  A laska Medical D irec to r 
(9 0 7 ) 563 -3110

INVESTIGATORS* S T A T E M E N T

Purpose and Benefits

L eu kem h  and aplastic anem ia are fata l diseases o f  the b lood  which can be treated with chemotherapy, 
im m unotherapy, and /o r irrad iation . In  some instances, bone m arrow  transp lan tation is the treatm ent o f  choice. 
M arrow  transp lan tation  perm its the use o f  much greater doses o f  chem otherapy o r  irrad ia tion  in leukem ic 
patients to destroy as many malignant cells as possib le. Since these doses a lso  destroy the patient’s ability to 
make new cells, n o rm a l m arrow  must be provided from  a healthy d on o r to rescue the patient. M ost patients 
who m ight benefit from  such treatment do no t have a matched sib ling availab le as a d on o r. W e are  recruiting 
a large num ber o f  vo lun teer unrelated bone m arrow  donors  in to  a registry that w ou ld on ly  be accessible to 
au thorized personne l fo r  matching poten tia l dono rs  with transp lan t candidates. The re  is no d irect benefit to 
you as a resu lt o f  jo in in g  the Bone M arrow  D o n o r Registry.

Procedures

T o  be considered fo r the registry, a poten tia l m arrow  d on o r must be between the ages o f  21 and 55 and 
in good health . En try  in the registry does not com m it a poten tia l d on o r to donation . It on ly  gives registry 
personne l perm ission to  contact a poten tia l d on o r fo r  fu rthe r discussion and add itiona l b lood  tests i f  a closely 
matched patient is identified. Even at that time, the poten tia l donor's name w ill not be released to the 
patient, the patient's fam ily, o r the patient’s physician w ithout the written perm ission o f  the donor. A lthough 
the poten tia l d on o r has a legal right to w ithdraw at any po in t in the selection process, once the patient's pre- 
transp lan t chem otherapy and radiation treatments have been started , there exists a m o ra l ob ligat'on to fo llow  
through with the m arrow  donation . The doses o f  drugs and irrad ia tion  are le tha l to the patient without 
m arrow  rescue.

V o lun tee rs  fo r  the bone marrow  d on o r registry w ill be asked fo r  their name, address, te lephone number, 
b irth  date and, at the ir op tion , social security number (soc ia l security numbers w ill be used on ly fo r 
iden tification pu rposes ). I f  b lood  has not a lready been drawn in the course o f  a rou tin e  b locd  donation , 4 
teaspoons o f  b lo od  w ill be drawn fo r tissue typing. Vo lun teers w ill be contacted approxim ate ly every two years 
to con firm  continu ing interest and update the address list. Registry data sha ll be kept loca lly . It is possible 
that a m arrow  donation  may be shipped to recipients elsewhere in the United States.

M E M B E R  OF A M E R I C A N  A S S O C I A T I O N  O f  31.000 B ANK S
M f U B E R  OF C O U N C I L  OF C O M M U N I T Y  BL OOD C E N T E R S



Risks, Stress or Discomfort

At such time as you may be found to be a suitable match for a specific patient, the risks of the bone 
marrow aspiratior procedure will be discussed in detail. In brief, these include the risks of general or local 
anesthesia and the anticipated pain, soreness and bruising from the needle punctures through the skin into 
ihe hip. The insertion of a needle to draw blood may cause temporary discomfort and a bruise may form at 
ihe site where the needle enters the vein. Details may be found in the accompanying information package. 
.An additional consent form describing the aspiration procedure will be provided for signature at that time.

Other Information

There will be no costs to you for HLA typing or for entering your name in the marrow registry. .Any 
expenses would be covered by the patient receiving the marrow. You are free to refuse to participate and to 
withdraw from the study at any time without penalty or loss of benefits to which you are otherwise entitled. 
Your identity will be kept confidential with only authorized local registry personnel having access to your 
identifying data. Your registry data will be maintained on file until you reach age 55.

INVESTIGATOR’S SIGNATURE 

D A T E _________

SUBJECTS S T A T E M E N T

You may perform HLA typing on a research blood sample drawn from me. I agree to allow my name, 
HLA typing information, and results o f any virology testing to be placed into a local registry at the Blood 
Bank of Alaska and also at Puget Sound Blood Center. I understand that my HLA type, but not my name, 
will also be entered into a national registry. I will not be charged for having my blood HLA typed or for 
having my HLA type entered into the registries. I may be contacted by the local registry personnel about 
further blood drawing and tissue typing if a patient who may benefit from my bone marrow is identified. This 
registry consent does not place me under any obligation to proceed with the donation process. I voluntarily 
consent to participate in this study. I acknowledge receipt of a signed copy of this consent form. I have had 
an opportunity to ask questions. I understand that future questions I may have about the research or about 
subject’s t ights will be answered by a Blood Bank of Alaska representative.

SUBJECTS SIGNATURE (For informational purposes only: keep this for vour records.) 

D A T E________

cc: Subject



Occc people have douaicd, can they donate again?
Because the body replaces the donated bone marrow, it is medically possible to donate more than once. Although it is 

unlikely that someone would be cal'ed again, it's possible that a former marrow donor will later be found to match another 
patient. However, it is unlikely that we will ask a donor to give more than once to the same patient.

What are the risks for the donor?
It is possible to nave a bad reaction to anesthesia, including sudden fall in blood pressure, abnormal heart beats and very 

rarely, death. However, to date, over 2000 bone marrow transplants have been performed is Seattle without a donor fatality. 
There have been rare instances of temporary co.T.plicanons su' 1 as fevers or greater than expected bleeding from aspiration 
sites.

INFORMATION ABOUT MARROW TRANSPLANTATION

Who needs booe marrow transplants?
Bone marrow tiansplants are used to treat patients with aplastic anemia (a disease in which the body stops producing 

blood cells’i and some types of leukemia (a cancer of the blood). In both of these diseases, replacing the bone marrow with 
new, healthy marrow has markedly increased the chances of curing the patient's disease.

How is the patient prepared for the transplant?
For the patient, preparation begins well in advance of the transplant. The patient's diseased bone marrow is destroyed 

through the use of a combination of radiation and chemotherapy treatments.
At this point, there is no turning back for the patient. The marrow-destroying treatments are fatal in themsewes, unless 

healthy marrow is immediately transplanted.

I low do patients receive the marrow?
Patients receive the marrow much as if it were a blood transfusion. The marrow, a liquid resembling whole blood, is 

irnnsfuscd intravenously into the patient's bloodstream. The transplanted m; rrow naturally grafts itself wiihin the patient's 
bones, replacing the previously diseased marrow. During the transplant procedure the patient experiences virtually no pain.

What arc the first signs that the transplant is a success?
Once the donated marrow enters the patient’s bloodstream through transfusion, it takes about two weeks to see the first 

evidence of a graft, indicating that the new marrow has started to grow in the patient. A noticeable rise in the patient’s white 
blood cell count is the first sign that the graft has occurred. The white blood cell count will continue to increase, and 
eventually there will be evidence of marrow production of platelets and ted cells as well as white cells.

What comphcatioos does the patient experience?
In addition to side effects caused by chemotherapy and radiation treatments used to prepare the patient for transplant 

(nausea, vomiting, hair loss, diarrhea, and appetite suppression), there are several complicauons that may result from the 
transplant itself. These include rejection (no graft occurs); graft-vcrsus-host disease (the new marrow tries to reject the 
patient's body and causes infection and inflammation); infection (the result of destroying the patient’s enure immune system 
in preparation for transplantation); and relapse ( the original disease reappears in the bone marrow).

Can such cotnpticatkxa be treated successfully?
Most of these complications have been treated successfully. Response to treatment is directly related to the severity of 

the problem, ln the most severe cases the patient’s chances for survival arc poor.

May the donor meet the patient who receives his or her booe marrow?
If both parties are agreeable, donors may meet their bone marrow recipient at such time after transplant that cngraftment 

is ensured and there are no medical problems. However, donors are told about the recipient's condition at the time they 
agree to donate and may, with me patient's consent, continue to receive progress reports during the patient's hospital stay 
and beyond, if they wish.
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B L O O D  B A N K  O F  A L A S K A  
A N D

P U G E T  S O U N D  B L O O D  C E N T E R  B O N E  M A R R O W  D O N O R  P R O G R A M

Previously, patients in need of a bone marrow transplant could be helped only if there was a tissue-matched donor within 
the family. Now, those without a matched related donor can be treated for such diseases as leukemia and aplastic anemia 
by receiving bone marrow from a healthy, unrelated donor.

However, in order to locate suitable unrelated donors for patients who need marrow transplants, there must be a pool 
of HLA-typed volunteers (HLA stands for human leukocyte antigen). The decision to become one of these volunteers 
requires serious consideration. This information package is designed to provide you with answers to commonly-asked 
questions about the marrow donation process and the transplant procedure. We hope this information will enable you to 
make a knowledgeable decision about joining a volunteer bone marrow donor registry.

B O N E  M A R R O W  D O N O R  I N F O R M A T I O N

W ho qualifies as a booe marrow dooor?
Unrelated volunteer donors must be between 21 and 55 years of age and must pass a comprehensive physical exam. 

Furthermore, their HLA type (tissue type) must match that of a patient who needs a bone marrow transplant.

What is an H L A  type and bow is it used?
The HLA type classifies people according to marke.- antigens on the surface of their white blood cells. The marrow of 

the donor whose HLA type matches that of the patient is much more likely to "take' than one that does not match.

What are the odds that an unrelated doner's H L A  type will match that of a potential transplant candidate?
The odds arc between 1 in 10,000 and 1 in 100,000 that any two unrelated individuals will have matching HLA types. 

Thus, it is critical to maintain a domnr file with as many members as possible to increase the chances of finding a matched 
donor for every patient.

H ow arc donors located?
Although physicians prefer family members because they oftcr the greatest chance of a successful iransplant, only about 

40 percent of those who need a transplant have a compatible related donor. For the 60 percent who don't, wc must recruit 
donors from the general population. Nationwide, a central registry of over 200,000 people has been started to meet the 
country’s requirement for unrelated bone marrow donors. A worldwide goal of one million donors has been targeted.

What laboratory tests arc used to match dooor and patient?
Everyone who agrees to enter the registry has a blood sample drawn to determine a preliminary HLA type. Later on, 

if this preliminary typing indicates that a donor may match a transplant candidate, another blood sample will be drawn for 
additional testing to confirm a perfect match.
How do mairhrri donors team marc about what's involved in donating bone marrow?

Once the laboratory tests have confirmed that the donor is matched with a patient, the volunteer must decide whether 
(o make the commitment iu donate. Arrangements will be made for him or her to meet with a Blood Bank of Alaska or 
Puget Sound Blood Center physician to discuss the donation process.

After discussing the donation procedure, the potential donor is asked if he or she will sign the hospital consent forms 
nuthorizmc the donation of bone marrow. At this point, the individual makes the final decision about donating before the 
patient is started on pre-transplant conditioning therapy. This is the point of "no return." The seventy of the treatment 
means that the patient will die without a bone marrow transplant. Two weeks before the scheduled transplant date, the 
patient begins chemotherapy and radiauon treatments designed to kill the diseased marrow. These treatments also allow the 
donated marrow to implant in the patient's marrow cavities and grow.

Can a matched dooor say do?
Deciding to participate in a bone marrow transplant is a scnous matter for all concerned. There may be many reasons 

for a potential donor who ts perfectly matched with a transplant candidate to say "no." These reasons include such 
considcrauons as poor health, time involved, or concern about the risks. Even for relatcd-donor transplants, family members 
sometimes decide against giving tneir marrow. Furthermore, whether potential donors acrcc to participate or not. their

(907)553 3110
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identities remain confidential. Although the potential donor has a legal right to withdraw at any point in the selection process, 
once the patient’s pre-transplant chemotherapy and radiation treatments h'we been started, there exists 3 moral obligation 
to follow through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without the marrow 
rescue.

How is a donor's health evaluated?
Once consent for the marrow donation is given, donors undergo a complete physical examination by a physician who is 

knowledgeable about marrow donation but who is not employed by the Blood Center or by the Transplant Unit. The 
physician represents the donnr and determines that the donor's health will permit a safe transplant for both donor and 
recipient.

Is the dooor required 10 follow any special procedures before giving marrow?
There is 110 need to make any changes in diet, work, or social habits before the bone marrow donation, although we 

usually recommend that iron tablets be taken for a few weeks before donation to expedite replacing the blood present in the 
marrow. Iron tablets can cause stomach irritation which resolves if the medicine is stopped. Also, during the week before 
the procedure a donor should not take any unnecessaty risks such as riding motorcycles, flying a small aircraft, etc. since his 
health is vital for the patient.

What’s the first step in becoming a volunteer marrow dooor?
The first step is to agree to participate in a marrow transplant registry by completing the Bone Marrow Donor Data form 

enclosed. When we receive your completed form, we will contact you to set up an appointment to come in to the Blood 
Bank of Alaska. Also, we will need to draw a blood sample for HLA typing.

If I register as a volunteer marrow dooor, what are my chances of actually being used as a dooor?
There arc common and uncommon HLA types. If yours is a common type, the chances that yon will match a transplant 

candidate arc much greater than if your type is rare. It’s possible that you will never be called. But if you arc, you will always 
have ihe opuon of deciding noi 10 donate.

Lf I’m  found lo be a mrtchcd dooor and agree to proceed, wbo coven my expenses?
Expenses incurred for medical examinations and hospital stay are paid by the transplant patient’s medical insurance. 

Travel expensc3 and other non-medical costs arc also the patiem's responsibility. Life and disability insurance policies covering 
the procedure are provided by the patient to the donor at no charge. The patient shall be responsible for any required 
followup care of the donor 11 complications occur. Compensation for loss of work is handled, if necessary, on a case-by-casc 
basis with ihe donor's employer.

What's involved in removing the donor’s marrow?
Bone marrow for transplantation is removed from the hip bones during an aspiration procedure. All donors receive some 

lorm of ancsthcsia-either a general anesthetic, which puts you to sleep during the procedure, or a spinal anesthesia to deaden 
feeling in ihe area of ihe body where the punctures arc made in each hip. Twenty to thirty extractions of marrow arc made 
ihrough each of these punctures to draw the marrow out of the bones. Typically, the donation procedure lasts from 45 to 
90 minutes.

Between 3 to 5 percent of the total bone marrow is removed, an amount not large enough to cause anemia. The donor 
will also usually receive a pint of their own blood taken and stored one to three weeks before the donor's marrow donation. 
Wiihin several weeks, the marrow will be replaced by normal processes. Except for some soreness in the hips that may Iasi 
for a few daw, donors generally experience no other problems.

Wbcre will the dooaiioa take place?
Because a highly trained physician specializing in marrow aspiration must perform the aspiration, donors from Alaska will 

be flown to Seattle, where the aspiration will take place. All costs associated with the travel and hospitalization of the donor 
will be covered by the patient's insurance.

When and for bow long is the. dooor hospitalized?
Typically, the marrow donor enters the hospital the day of the donation. Because of the effects of the anesthesia. and 

because the donor’s hips may be painful from the aspiration of marrow, donors usually remain in the hospital for one to two
days.

After the donation, how long docs it lake to get bock to normal?
The lime required for a complete recovery vanes but most donors resume their usual activities in a few davs. Others 

may take up to a week but rarely longer.
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BONE MARROW DONOR DATA FORM 

PLEASE RETURN TO THE BLOOD BANK OF ALASKA. INC.

Date: ______________________________

Please provide the following information as you wish it to appear ln your Bone Marrow

Donor Program permanent file. Notify the Blood Bank of Alaska, Inc. of any name,

address, or telephone changes. [This information does not appear in the Bone Marrow

National Registry. Only your HLA typing data and an identifying code will appear

in the Registry.]

Name (print): _ _ _______________________________________________________________

Permanent Address:___ _____________________________________________________________________

C i t y  _________________________________  S t a t e : _______________ Zip:_____________________

Social Security No.: _________________  Date of B i r t h : ________________________

Home Phone: (____ )___________________  Work Phone: (____ ) ____________________

Person(s) to contact if we cannot reach you at the above address or phone number(s).

Please list as many names as possible.

Name: _______________________________ Phone:___(_____ )

Name: ______________________________  Phone:___(_____ )

Name: _______________________________ Phone:___(_____)

Name: ________   Phone:___(_____)

Have you ever donated blood at the Blood Bank of Alaska? Yes _____ No______

Approximate date of last donation ___________/__________ .

Month Year

Optional Information: Certain HLA types are more common in various ethnic 

groups. Indicate which ethnic group you are a member of in order to assist in matching 

donors witn patients.

1.__________  Caucasian

2. _______  Black
3. _______  Oriental

4. _______  Alaska Native

B.B.A. USE ONLY:

Date and time HLA Specimen drawn:

5. _______  Native American

6. _______ Hispanic
7. _______  Other

8. _______ Decline to Answer

u ( U H U  OF A M E R I C A N  A S S O C I A T I O N  OF D l O ' i O  DANAS
M E M B E R  OF N A T I O N A L  C L E A R I N G H O U S E  >' R O Q R A M



AIDS INFORMATION SHEET

i '

WHAT IS AIDS? AIDS (Acquired Immune Deficiency Syndrome) 1s a condition 1n which the 
body's normal defense mechanisms aoainst certain diseases or conditions are reduced. 
As a result, patients often develoo unusual Infections, such as Pneumocystlc D n e u m o m a  
or a rare form of skin cancer, Kaposi’s Sarcoma.

WHO IS AT RISK? If you are an In^ v i d u a l  1n any of the following categories, or if you 
are tne sexual partner of an individual in any of the following catergories, you are at 
high risk of contracting the disease:

o Those who have one of its signs and symptoms such as: unexplained weight loss;
night sweats; blue or purple spots typical of K a p o s i’s sarcoma on or under the 
skin, or spots or unusual blemishes in the mouth; fever over 99 degrees for more 
than 10 days; persistent cough and shortness of breath: swollen lymph nodes 
lasting more than one month; persistent diarrhea; or individuals who have had 
positive anti-HIV test results.

o Past or present abusers of intravenous drugs.

o Hales who have had sex with another man, even one time since 1977.

o Parsons born in or emigrating from countries where heterosexual activity is
thought to play a major role in transmission of HIV-2 infection (e.g., sub-Saharan 
Africa, ana islands located near these areas of Africa).

Individuals with Hemophilia or 
clotting factor concentrates.

related clotting disorders who have received

f#  .
o Men and women who have engaged in sex for money or drugs since 1977, and persons

who have been their heterosexual partners within 12 months.

o Persons who have had, or been treated for, syphilis or gonorrhea (Clap, the Drip,
Strain, Louies, Bad Blood) during the preceding 12 months.

o Persons who have received a transfusion of whole blood or a blood component within
the past 12 months. !»•

The Blood Bank of Alaska is not a diagnostic service. There is an interval during early 
infection when the HIV antibody test may be negative although the infection may still 
be transmitted. If you are interested in your HIV antibody status, the Public Health 
Service located at 825 L Street provides testing and counseling for a nominal charge 
which may be waived if necessary. Call 343-4611 for additional information.



NAME:

BONE MARROW DONOR HEALTH H ISTO R Y

DA TE :

SOC. SEC. No. DATE OF BIRTH:

1. Y( ) N( )
2. Y( ) N( )
3 . Y( ) N( )

Are you betw een  th e  ag es o f  21 and 55?
) Are you in  good g e n e r a l  h e a lth ?

Have you re a d  and do you u n d ersta n d  th e "AIDS In fo rm a tio n  S h e e t"  and 
th e  "Bone Marrow Donor In fo rm a tio n "  handout?

NOTE: "YES" an sw ers to  the q u e s t io n s  below  do not a u t o m a t ic a l ly  d i s q u a l i f y  you. P le a s e
e x p la in  any " y e s "  an sw ers in  d e t a i l  in  th e  sp a c e  p ro v id e d  b elo w  so you r r e s p o n se  can be 
p r o p e r ly  e v a lu a t e d .
4 .  Y( ) N( ) Have you e v e r  been r e fu s e d  a s  a b lo o d  donor o r  had p roblem s d o n a tin g

b lo o d ?
5 . Y( ) N( ) Have you e v e r  had c a n c e r , d i a b e t e s ,  b lo o d  d i s e a s e ,  o r  o t h e r  c h ro n ic

i l l n e s s e s ?
6 . Y( ) N( ) Have you e v e r  had c h e s t  p a in , s h o r tn e s s  o f  b r e a t h ,  h e a r t  a t t a c k ,  o r

o t h e r  h e a r t  d is e a s e ?
7 . Y( ) N( ) Have you e v e r  had h e p a t i t i s ,  y e l lo w  ja u n d ic e ,  l i v e r  d i s e a s e ,  o r  a

p o s i t i v e  t e s t  f o r  h e p a t i t i s ?
8 . Y( ) N( ) Have you e v e r  had a p o s i t i v e  t e s t  fo r  AIDS a n t ib o d ie s ?  Have you e v e r

been ex p o sed  to  anyone w ith  AIDS o r  w ith  a p o s i t i v e  t e s t  f o r  AIDS 
a n t ib o d ie s ?  ( P le a s e  r e f e r  to  th e  AIDS In fo rm a tio n  S h e e t .)

9 . Y( ) N( ) Ha"e you r e c e iv e d  any blood t r a n s fu s io n s  o r  t a t t o o s  d u rin g  th e  p a s t
12 m onths? M&r.

10 . Y( ) N( ) Have you e v e r  had m a la r ia ,  o r  tak en  p r e v e n t a t i v e  m e d ic in e  fo r  m a la r ia ?
1 1 . Y( ) N( ) In th e  p a s t  month h ave you tak en  any p r e s c r i p t i o n  d ru g s?  ( l i s t  b elow )
12 . Y( ) N( ) Have you e v e r  tak en  p i t u i t a r y  grow th hormone o r  th e  m e d ic a tio n s

A ccu tan e o r  T eg iso n ?
1 3 . Y( ) N( ) Have you e v e r  tak en  dru gs by n e e d le  not p r e s c r ib e d  by a p h y s ic ia n ,  o r

h ave you e v e r  had se x  w ith  someone who h as?
14 . Y f  )  N( ) Have you tak en  c l o t t i n g  f a c t o r  c o n c e n tr a t e s  f o r  a b le e d in g  d is o r d e r

su ch  a s  h e m o p h ilia , o r h ave you had se x  w ith  someone who h as?
15 . Y( ) N( ) Have you h ad , o r been t r e a t e d  f o r ,  s y p h i l i s  o r  g o n o rrh ea  in  th e

p a s t  12 m onths?
16 . Y( ) N( ) Have you tak en  money o r  d ru g s in  exhange f o r  s e x  any tim e s in c e  1977?
17 . Y( ) N( ) Have you g iv e n  money o r d ru g s to  someone to  h ave se x  w ith  you a t  any

tim e in  th e p a s t  12 months?
18 . Y( ) N( ) MALES: Have you had se x  w ith  a n o th e r  man s in c e  1977 (e v en  one t im e )?

Y( )  N( ) FEMALES: Have you had se x  w ith  a man who h as h«d se x  w ith  a n o th e r  man
(e v en  one tim e) s in c e  1977?

1 9 . Y( ) N( ) Were you born in  o r  have you moved to  th e  U .S . from  S u b -S ah ara n  A f r ic a
o r th e  i s l a n d s  c lo s e  to  th a t  p a r t  o f  A f r i c a ,  o r  h ave you had se x  w ith  
someone who h as?

E XPLANATION(S ) TO ,fYES" ANSWERS (except No. 1,2,&3):_________________________________________________

S IG N A TU R E  FU LL NAME

( p l e a s e  p r i n t )



BLOOD BANK OF ALASKA, INC.
4000 LAUREL STREET • ANCHORAGE. ALASKA 99508 (907) 563-3110

CONSENT TO JOIN A VOLUNTEER MARROW DONOR REGISTRY

SUBJECT’ S STATEMENT

You may p erform  HLA ty p in g  on a  r e s e a r c h  b lo o d  sam p le drawn from  me. I a g r e e  to  
a l lo w  ay  n a a e , HLA ty p in g  in fo r m a t io n , and r e s u l t s  o f  an y v i r o l o g y  t e s t i n g  to  be 
p la c e d  in to  a  l o c a l  r e g i s t r y  a t  th e  B lo o d  Bank o f  A la s k a  and a l s o  a t  Pu get Sound 
B lo o d  C e n te r . I u n d e rsta n d  t h a t  my HLA t y p e , b u t n o t my name, w i l l  a ls o  be 
e n t e r e d  in t o  a  n a t io n a l  r e g i s t r y .  I w i l l  n o t be c h a rg e d  f o r  h a v in g  my b lood  HLA 
ty p e d  o r  f o r  h a v in g  my HLA ty p e  e n t e r e d  in to  th e  r e g i s t r i e s .  I may be c o n ta c te d  
by th e  l o c a l  r e g i s t r y  p e r s o n n e l ab o u t f u r t h e r  b lo o d  d raw in g  and t i s s u e  ty p in g  i f  
n  p a t i e n t  who may b e n e f i t  from my bone marrow i s  i d e n t i f i e d .  T h is  r e g i s t r y  
c o n se n t  d o es n o t p la c e  me under any o b l i g a t i o n  to  p ro c e e d  w ith  th e  d o n a tio n  
p r o c e s s .  I v o l u n t a r i l y  c o n s e n t  to  p a r t i c i p a t e  in  t h i s  s t u d y .  I acknow ledge 
r e c e i p t  o f  a  s ig n e d  copy o f  t h i s  c o n se n t form . I h ave had an o p p o r tu n ity  to  a sk  
q u e s t io n s .  I u n d e rsta n d  t h a t  fu t u r e  q u e s t io n s  I may h ave a b o u t th e  r e s e a r c h  o r  
a b o u t s u b j e c t ’ s  r i g h t s  w i l l  b e an sw ered  by a  B lood Bank o f  A la s k a  r e p r e s e n t a t iv e .

SUBJECT’ S SIGNATURE:

DATE:

c c :  S u b je c t

M E M B E R  OF A M E R I C A N  A S S O C I A T I O N  OF B L OOO B A N K S
M E M B E R  OF C O U N C I L  OF  C O M M U N I T Y  BL OOO C E N T E R S



TEN COMMON QUESTIONS ABOUT THE 
NATIONAL MARROW DONOR PROGRAM

1. What is the National Marrow Donor Program (NMDP)?

The National Marrow Donor Program (NMDP) is a network of Transplant 
Centers (who care for patients), Donor Centers (who guard our volunteer 
donors' safety and confidentiality), Collection Centers (medical centers which 
meet our standards for marrow collection) and Recruitment Groups (which 
assist the NMDP in recruiting new volunteers for the national registry; many 
NMDP Donor Centers also are aggressive recruitment arms of the NMDP).

The NMDP Coordinating Center is located in St. Paul, MN and the computerized 
Registry is at the University of Minnesota. The Registry is the most 
sophisticated biometric program ever run by the U of M and is one of the most 
sophisticated in the world. NMDP has a contractual relationship with the 
federal government, through the National Heart, Lung, and Blood Institute, to 
run a national registry.

NMDP has only been in existence since 1987 and has experienced rapid 
growth, especially in the last six months. This has been made possible because 
of the generosity of hundreds of thousands of Americans, willing to be the 
stranger who offers the living gift of life. NMDP now is facilitating about 25 
transplants a month. Admiral Zumwall, NMDP Chairman of the Board has 
stated that the goal is 25 transplants a day.

We arc also a research organization, studying the efficacy of marrow 
transplants and related treatments. NMDP has created a "bank" of cell line 
samples which has the potential for offering exciting insights into blood 
diseases and genetic disorders.

NMDP is funded, in part, by Congress through the National Heart, Lung and 
Blood Institute (part of the National Institutes of Health). The NMDP also 
solicits charitable contributions for assistance in typing volunteers and other 
recruitment efforts.

2. How many donors are on the Registry?

By the middle of September, 1990, over 200,000 people have volunteered and 
arc included in the Registry. That number is doubled when you include 
volunteer donors from other countries, and it is expected to continue to grow 
nationally and internationally.

Volunteering to be a donor is not appropriate for everyone because of the 
commitment of time (about 40 hours in all, including counseling sessions, a 
complete physical and the approximately 24 hour hospital stay) and the need 
to use anesthesia when aspirating the marrow from the back of the pelvic 
bone. The discomfort fell after the donation has not been a major issue with
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doners (for a few days, there's a soreness described as similar to the feeling 
after falling on ice, on your dcrrierc). However, because of the anesthesia
factor. NMDP insists that all of its volunteer donors are between 18 and 55 and 
in excellent health. Many of NMDP's volunteer donors have become strong 
advocates for tbe Program.

MarTow completely regenerates itself in about 15-30 days. That's why ih:s gift 
of a stranger is called the "living gift of life."

2A. How many donors do you need to match all the patients who 
request a marrow transplant?

We don’t know. Yet.

Depending on how common a patient's Human Leukocyte Antigens (HLA) arc, 
tire chances of finding a match may range from one in 100 to one in a million. 
The odds of finding a match are better within a patient's own racial group.

NMDP set a preliminary goal of 100,000 donors for the United States and met 
that goal ahead of schedule. It became clear as we moved toward that goal that
we would need more donors to match certain types of patients, especially those 
from American minority populations. It also has become clear that unrelated 
marrow transplants arc a global hope. Because of computer technology, it is
possible to have a worldwide registry of volunteers. Marrow can -- and has
been -- exchanged between countries. NMDP has a goal of one million
volunteer donors worldwide: 250,000 volunteers is NMDFs new U.S. goal. The
U.S. goal includes expanding the ethnic diversity of this nation's registry to
reflect the diversity of the country's population. Because of the efforts of
people ail around the world, NMDP believes that its goal can be reached by
1995.

While NMDP's goal continues to be to find a "miracle match" for everyone who 
needs a marrow transplant, medical science may prove this to be impossible. 
Even with a large pool of potential donors, patients who have a rare or unique 
"HLA typing" may never find a match, no matter how large the pooi of 
volunteer donors.

3. How many transplants have been done?

By the end of July, 1990, NMDP will have facilitated over 400 transplants, half 
of them for people under the age of 25. Of the patients receiving transplants, 
77% h?d some type of leukemia. Other transplant patients have had 
Myelodysplasia, Hodgkin's lymphoma, Non-Hedgkin's Lymphoma, Severe 
Aplastic Anemia (6.8%), Fanconi's Anemia, Osteopetrosis, Severe Combined 
Immunologic Deficiency, or other malignancies or non-malignant diseases.



M a rrow  tra n sp la n ts  a re  b e in g  c o n s id e re d  f o r  pa tien ts  w ith  o th e r typ es  o f  
c ance r and o th e r b lo o d  d isea se s . F o r  e x am p le , re sea rch  is be ing  conducted  to 
d e te rm in e  the e f f ic a c y  o f  u s in g  m a rro w  tra n sp la n ts  to trea t p a tien ts  w ith  
S ic k le  C e ll A nem ia , A ID S  and o th e r genetic b lo o d  d is o rd e rs . It is too e a rlv  to
speculate .about ihe potential success or -failure , of. these. .rcscar^Jb cIJCqxis.
N M D P  o f f i c i a ls  c o n tin u e  to  m o n ito r  these m ed ic a l d e v e lo pm en ts .

4 .  W h a t ' s  th e  S u c c e s s  R a t e ?

T he  standa rd  an sw e r is  no t a c on c ise  one . E a r ly  data  ind ica te  that the success 
rate is betw een 3 0  and 8 0  p e rcen t, d epend ing  on  the d isease  o f  the patien t 
be ing  tre a ted , stage o f  d isea se  and age and c o n d it io n  o f  the pa tien t.

In i t ia l ly ,  m an y  p a tie n ts  w ho c h o se  t ra n sp la n ta t io n  m ade that c h o ic e  a fte r  a ll
o th e r o p tio n s  had been exh au s ted . T h is  re su lted  in le ss  than p h y s ic a lly  idea l 
c irc um stan ce s  f o r  the p a tie n t , w h o  m ay  have been w eakened  by m any rounds 
o f  c h em o th e ra p y  o r  the d ise a se  i t s e lf .

T h e  r ig o ro u s  p re - t ra n sp la n t c o n d it io n in g  can be fa t a l ,  as m a rrow  
t ra n sp la n ta t io n  has b e c om e  a m o re  c om m on  tre a tm en t, p a tien ts  are be ing  
re fe r re d  f o r  t ra n sp la n t e a r l ie r .  In  g e n e ra l, e a r ly  r e fe r r a l and a "q u ic k  
m atch " a ssu re s  a b e tte r ou tc om e  f o r  the p a tien t. A lth o u g h  the data  is 
p re lim in a ry , it a p p ea rs  that u n re la te d  d o n o r  tra n s p la n ts  m ay  h a v e  the sam e 
success ra te  as s ib lin g  tra n sp la n ts . W ith  re la te d  d o n o rs , the chance o f  success
can be as h igh  as 9 0 % , dep end ing  on  the patien t's  d isea se  and stage o f  d isease
at the tim e  o f  t ra n sp la n t .

I f  the p a tien t is a liv e  and w e ll th ree  to f iv e  y e a rs  a fte r  tran sp lan t, the 
p ro b a b i li ty  o f  d ise a se  c om in g  back is rem o te . T h e re  a re  pa tien ts  c u rre n t ly  
a liv e  and w e ll n in e te en  y e a rs  p o s t tra n sp la n t . A m on g  pa tien ts  re c e iv in g
u n re la te d  d o n o r  t ra n sp la n ts , the lo n g e s t  l iv in g  s u r v iv o r  is  o v e r  seven  yea rs  
post tra n sp la n t . N M D F s  f ir s t  t ran sp lan t was d on e  on  D e c em b e r 15 , 1 9 8 7 . It 
w i l l be at le a s t tw o  to th ree  y e a rs  b e fo re  N M D P  can o f f e r  d e fin it iv e  num bers 
re g a rd in g  su c c e ss  ra te .
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5. D o e s  e v e r y o n e  w h o  n e e d s  a t r a n s p la n t  r e c e iv e  o n e  a n d  h ow
m u c h  d o e s  i t  c o s t ?

N o . m any  p a tie n ts  a re  n o t re fe r re d  f o r  tra n sp la n t , c u r re n t ly  c an n o t fin d  a 
m atched  d o n o r  o r  a rc  to o  i l l  to  u n d e rg o  a tran sp lan t o n ce  a m atch is found . 
O th e r p a tie n ts  a re  n o t in su red  o r  u n d c rin su red  and c ann o t a f fo rd  o r  ch oo se  
no t to  u n d e rta k e  the e x p e n s iv e  and e xh au s tiv e  p ro c e s s . C u r re n t ly . N M D P  is 
fin d in g  m a tch es  w h ich  re s u lt  in t ra n sp la n t f o r  2 0 %  o f  the pa tien ts  w ho search  
the N M D P  R e g is t ry .

T h e  ave rag e  c o s t is a p p ro x im a te ly  S I 5 0 ,0 0 0 .  F rom  in it ia l s tu d ie s , m a rrow  
t ra n s p la n ta t io n  is m o re  c o s t  e f f ic ie n t  than m a in te n an c e  o r  " p a l l ia t iv e "  
p ro c e d u re s  w h ich  m ust be unde rta ken  n um e rou s  tim e s . A ls o  a m a rrow



transplant can cure if successful. For a leukemia patient or an aplastic 
anemia patient, other treatment usually only temporarily treats the symptoms 
of the disease.

Increasingly, health insurers are providing coverage/benefits for the cost of 
unrelated transplants as their experts review data on the successes achieved 
from this treatment. There is continuing concern over the hesitation by some 
payers to cover the donor search process and by some state governments to 
cover transplantation of any kind for medical assistance recipients.

Most of the cost of a transplant is the extended stay in isolation until it is 
determined there is sustained cngraftment of the new marrow. About 10% cf 
the overall expense is the cost of actually searching for an unrelated donor. 
The search includes extended tissue typing (HLA typing)/cultures/donor
counseling and a thorough physical exam, marrow collection and transport. 
NMDP continues to work with health care insurers to educate them about the 
procedure and why this portion of the cost should also be paid by the company.

6 . Does NMDP encourage the efforts by individual families to
increase the size of the registry?

With the help of Congress, the NMDP was established. The Program is hailed as 
a model for transplantation coordination and has progressed rapidly, 
exceeding all of our preliminary goals and expectations. Because of this 
success, many American families who held no hope for a loved one have now
placed their hope in Finding a match for the special person in need.

To build a satisfactory donor pool, NMDP is in need of three basic elements;

A. More Americans willing to offer the "living gift of life" by volunteering to 
become a part of our Program. Currently, there is an especially critical
need for minorities to volunteer.

B. The funds (private and/or public) to pay for the typing test. It costs
approximately S65-S75 to do partial typing of new recruits. Of all the 
challenges confronting NMDP, HLA test funding hr.s been the toughest to 
surmount.

C Time to allow other countries to establish their own registries. This
worldwide effort offers the best hope for patients seeking a matched donor. 
NMDP is vigorously encouraging development of registries in other 
countries.

While NMDP continues to seek private source funding to cover the significant
HLA typing costs and to expand the registry internationally to allow for more
diversity of ihe donor pool, the organization is also sensitive to the urgency
felt by patients waiting today. Many families have launched local recruitment
efforts when a matched donor was not immediately available through the 
registry.
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NMDP encourages families to contact the NMDP Coordinating Center where 
staff members arc available to advise families about where to call for help and 
how best to proceed. NMDP officials also maintain a strong sense of concern
for both patient and donor. This concern is integrated in the counsel given to
families.

Because of the efforts of some families for their own loved one, the registry's 
volunteer pool continues to grow and other lives continue to be saved. This 
wonderful registry would not be possible if not for many "determined moms 
and dads."

Volunteers recruited in patient-specific drive-? sign consent forms which
make them available to any patient searching for a matched donor.

NMDP Common Questions
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7 .  H o w  a r e  s e a r c h e s  d o n e  w i t h  o t h e r  c o u n t r i e s ?

International developments are one of the most exciting efforts underway at 
NMDP. Currently, The Netherlands is, and Israel will soon be, a part of NMDP's 
computer registry. Searches are "traded" (usually by facsimile) with the 
United Kingdom, Canada and France. NMDP anticipates that other European 
countries will become affiliated with the U.S. registry within the next six 
months. Japan and the Soviet Union are also considering creating a registry, 
and informal requests have come from many other nations offering 
opportunities for communications across political boundaries.

8 .  H o w  lo n g  h a v e  y o u  b e e n  d o in g  s e a r c h e s ?

Since September, 1987. The first transplant was done in December. 1987. The 
100th transplant was done in February, 1989; the 200th in October, 1989; the 
300th in March, 1990.

9 .  W h y  a r e  y o u  t a r g e t i n g  m i n o r i t y  c o m m u n i t ie s  f o r  d o n o r  
r e c r u i t m e n t ?

In the same way that you inherit your skin color or your hair color, you 
inherit your tissue type. This tissue typing must match between patient and 
donor to allow the best chance of success of the transplant.

For this reason, patients go first to their relatives when they arc seeking a 
matched donor. About 25 percent of patients needing i transplant find a 
sibling match, the rest must turn their hope to NMDP.

Currently, 92 percent of the NMDP volunteer donors arc Caucasian. It is of 
critical importance that NMDP reach members of minority communities and 
stress the urgent need for volunteer donors so the same hof* can be offered to 
all Americans in need
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1 0 .  H o w  d o  I b e c om e  a d o n o r ?

The N M D P  has set up a ne tw o rk  o f  N M D P  d o n o r  cen te rs  ( lo c a l b lo od  bank
o rg a n iz a t io n s ) . C o o rd in a to rs  at these c en te rs  c o u n se l p o te n tia l d o n o rs  and
w o rk  w ith  N M D P  when som eone  is id e n tifie d  as a p o ten tia l m atch . O n ly  the 
d o n o r  c e n te r  k n ow s  the n am e o f  a d o n o r , a s su rin g  p ro te c t io n  and a n on ym ity  
o f  the d o n o r . H ow e v e r , these d o n o r  c en te rs  a rc  fa c in g  c h a lle n g e s  and 
lim ita t io n s  o f  t im e , space and fu n d ing  f o r  typ in g . N M D P  con tin ues  to assist 
th e se  c e n te rs  in  o v e rc o m in g  these lim it a t io n s .

T h o s e  w h o  a rc  in te re s ted  in v o lu n te e r in g  m ay  c on ta c t th e ir  lo c a l d o n o r c e n te r 
o r  c a l l N M D P . In  m any com m un itie s , lo c a l d r iv e s  a rc  h e ld , spea rheaded  by an 
in d iv id u a l fa m i ly  o r  one o f  N M D P 's  g ra s s ro o ts  g ro u p s  such as H ea rt o f  A m e ric a , 
N M D P ’s D o n o r  C e n te r W ith o u t W a lls . A lw a y s , the re  is con ce rn  abou t ra is in g  
the fund s to  p ay  f o r  the H L A  typ ing  o f  those  g en e rou s  enough  to v o lu n te e r  as 
d o n o rs . P e rs o n a l and c o rp o ra te  c o n t r ib u t io n s  and s om e  fu n d in g  from  b lo o d
cen te rs  h a v e  been  used in these e f fo r t s .

I f  a n ew sp ap e r , te le v is io n  o r  ra d io  s ta t io n  c h o o se s  to o  in fo rm  th e ir aud ience
abou t w h e re  to  c a l l  f o r  m o re  in fo rm a t io n , N M D P 's  p u b l i c  t o l l - f r e e
n u m b e r  is  1 - 8 0 0 / 6 5 4 - 1 2 4 7  F o r  b u s in e s s -re la te d  c a l ls  to  the  N M D P , p le a se  
c a l l 8 0 0 / 5 2 6 - 7 8 0 9 .



T H E  W H I T E  H O U S E

D e a r  F r i e n d s ,

I t  i s  a  p l e a s u r e  t o  s e n d  t h i s  m e s s a g e  o f  
g r a t i t u d e  a n d  e n c o u r a g e m e n t  t o  a l l  t h o s e  w h o  
a r e  r e s p o n d i n g  t o  t h e  n e e d  f o r  m o r e  v o l u n t e e r  
b o n e  m a r r o w  d o n o r s  t h r o u g h o u t  o u r  c o u n t r y .

T o d a y ,  b e c a u s e  o f  t h e  g e n e r o u s  s p i r i t  
o f  h u n d r e d s  o f  t h o u s a n d s  o f  A m e r i c a n s ,  m a n y  
p a t i e n t s  w i t h  f a t a l  b l o o d  d i s e a s e s  h a v e  r e c e i v e d  
t h e  c h a n c e  o f  a  l i f e t i m e .  T h i s  s p i r i t  h a s  n o w  
t r a v e l e d  t o  m a n y  o t h e r  c o u n t r i e s  a s  w e l l ,  t h u s  
p r o v i d i n g  a  l a r g e r  p o o l  o f  v o l u n t e e r  d o n o r s  a n d  
a  s e n s e  t h a t  t h i s  w o r l d  i s  a  l i t t l e  b i t  b e t t e r  
b e c a u s e  s t r a n g e r s  a r e  g i v i n g  t h e  l i v i n g  g i f t  
o f  m a r r o w .  B u t  s o  m a n y  m o r e  p e o p l e  a r e  s t i l l  o n  
w a i t i n g  l i s t s ,  h o p i n g  a n d  p r a y i n g  t h a t  s o m e o n e  
w i l l  d o n a t e  m a r r o w  t h a t  m a t c h e s  t h e i r  o w n .
T h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m  i s  m a k i n g  i t  
p o s s i b l e  t o  b u i l d  t h i s  w o r l d w i d e  n e t w o r k  o f  h o p e  
a n d  h e l p .

I  s a l u t e  e v e r y o n e  w h o  i s  p a r t i c i p a t i n g  i n  
d o n o r  r e c r u i t m e n t  e f f o r t s .  M a y  y o u r  c o m m i t m e n t  
b r i n g  e a c h  o f  y o u  a  s e n s e  o f  s a t i s f a c t i o n  t h a t  
y o u  a r e  p a r t  o f  a  g l o b a l  l i f e s a v i n g  e f f o r t .

W a r m l y ,
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Peop le waited patiently f o r  spaghetti dinners M onday night in a drive 
to benefit F ire  L ake  sch ooo l nurse E ileen A Ibcrt 's search f o r  a bone 
m arrow  match. The com m unity has ra llie d  with b lo od  samples f o r  
en try  in to  a na tion a l registry, and with contribu tions to  help o ffse t 
costs o f  tests and  m arrow  search. s ta r  i'HOTO iiv iif.bbie briscoe

The community turned out 
Monday night in great numbers 
to aid leukemia victim Eileen 
Albert — so much so that 
emergency purchases of more 
salad fixings cleared out produce 
counters at both Eagle River 
supermarkets.

"One woman said it reminded 
her of the way Eagle River used 
to do things. That really made 
my heart glow,” Joe kapella, 
one of the organizers, said of the 
widespread community support. 
Kapella, who often can be found 
twisting arms and selling tickets 
for local causes, said the spa­
ghetti feed raised about S8.000.

A total of 1273 dinners were 
served during the 4-10 p.m. 
event, Kapella said. Lines 
extended through the North 
Slope Restaurant and on the 
sidewalk outside! At times there 
was a wait of up to 35 minutes. 
“ They all waited patiently,”  he 
observed.

Also pleasing to sponsors was 
the large number of volunteers. 
“ There were so many who 
wanted to help, that we actually 
had to turn some of them away,” 
Kapeila said. “ People just 
wanted to help. One lady 
stopped in and dropped off a 
hundred-dollar bill.”

Douglas "Satchmo” Everton 
was one solunteer who was 
especially appreciated, Kapella 
>>atd. Ast entertainer at The fly  
By Night club in Spenard, Eser- 
ton learned 01 the benefit when 
lie stopped in lor a hamburger- 
Sunday evening. He came back 
011 Monday with his guitar and 
made the wait pleasant lor those 
standing in line.

Chugiak - Eagle River 
residents have rallied to aid 
Albert, school nurse at Fire Lake 
Elementary. She has leukemia 
and is searching for a bone mar­
row donor. If a match can be 
found from blood samples, a 
transplant is her only chance for 
survival.

Albert’s plight lias caught the 
attention o f the community. 
Hundreds of people have given

blood samples which are tested 
and entered into a" national 
registry. A sampling center has 
been set up-at the local office of the American Cancer Society ii.- 
the Valley River Center building 
which houses the library. It is 
staffed by volunteers who take 
and record samples to be sent 
Outside for testing.

The testing program is being 
conducted by the Blood Bank



"Wpfrtfiany apprcciaKU, 
said. An cntci miner al The I Iv 
By Night club in Spcnard, Ever- 
ton learned of the benefit when 
lie slopped in for a hamburger 
Sunday evening. He came back 
on Monday with his guilar and 
made the wait pleasant for those 
standing in line.

and is searching for a bone mar­
row donor. If a match can be 
found from blood samples, a 
transplant is her only chance for 
survival.

Albert’s plight has caught the 
attention of the community. 
Hundreds of people have given

lhe American cancer Society in 
the Valley River Center building 
which houses the library. It is 
staffed by volunteers who take 
and record samples to be sent 
Outside for testing.

The testing program is being 
conducted by the Blood Bank

Transp lan t gives new lease on life
By DEBBIE BRISCOE 

Of the Star Staff 
When Eileen Albert, a local 

nurse in need of a bone marrow 
transplant, needed help, the 
community responded. As of last 
week, almost 400 residents have 
given blood to see if their mar­
row is computable with Albert’s. 
Benefits arid fund-raisers have 
become common place.

Stacey Grohol, a woman who 
fought luekemia and won, is 
thrilled with the community's 
outpouring of generosity.

Even though it's possible a 
match will not be found for 
Albert, it is possible a match will 
be made for another cancer 
patient in need o f a transplant. 
All blood samples are listed with 
a national registry.

“ It’s a chance to save 
somebody’s life. You’re giving of 
yourself to save someone’s life 
and if I could do it, I'd do it in 
a minute,”  Grohol said.

“ You find a lot of people 
reach out to you when in need. 
Especially up here in Alaska,” 
she said. “ Alaskans seem to feel 
like when one of their own is in 
need, they need to take care of 
them. There’s a kinship. I see 
that happening with Eileen.” 

Grohol had a lot of commun­
ity support as well when she was 
first diagnosed wiih cancer, 
including the Eagle River Lions 
club, one of the organizations 
helping Albert. Articles were

Stacey G ro h o l is ab le to  share grow ing up with her son, John  
Christopher, because she received a bone m arrow  transp lant which 
s ta lled  leukem ia 's threat to  her life , sta r  imioto by iif.bbie briscoe
written about her and the things through to go on living. So in 
people were doing for her but she 
never kept a scrapbook.

“ At the time, I didn’t want to 
remember it. As far as I was con­
cerned it wasn’t something that 
was going to be a cherished 
memory,”  the 33-year-old said.
“ But now I look back on it and 
it was something I had to go

that respect it ’s a good 
memory.’ ’

Grohol was diagnosed with 
chronic mylocetic leukemia in 
September, 1985, when she was 
just 28 years old. She and her 
husband, John, had just recently 
had a baby. Cancer was the last 

(Continued on Back Page)
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sion ;ui\ ice to trim 52 million *— a;
a position which was backed by 51
mayor Tom I ink who threatened ft
o veto that much. s;

Assemblyman Craig Camp­
bell, who last year had been 6.
active in reducing the amount p
asked by the former superinten- 5
dent, moved for adoption of the n
1991-92 budget. v

"We shouldn’t subvert the v
board,” Campbell said. He said .
the board had set its priorities 
and that all of the increase is t 
going into the classrooms.

While there has been efforts r 
among his constituents to reduce I

R . D .  C h e e l e y  < 

h i g h w a y  s h o o t
Raymond D. “ R.D.”  Chicly,

19, Ciingiak, was found guilty of 
second degree murder Saturday 
in connection with the Oct. 19 
shooting death of Jeffery Cain,
20. Cain, an Eagle River resi­
dent, was the passenger in a 
sports car traveling southbound 
on Glenn Highway. At the same 
time, Cliccly was driving an 
AMC Eagle which belonged to 
Douglas Gustafson, 18.

Prosecutors blamed Cliecly for 
goading Gustafson into shooting 
at the sports car as it turned of 
the highway onto the Muldoon 
Road exit, and maneuvering into 
position so lie could get a better 
shot. Gustafson, convicted of 
second degree murder Mar. 12, 
had been charged with firing the 
fatal shot from an assault rifle.
The bullet went through the 
sports car’s tinted back window, 
striking Cain in the head and kill­
ing him instantly.

Prosecutors said Gustafson 
and Cliccly had purchased the 
weapon and earlier in the day
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(Continued from Page J)
thing the new mother expected to 
have to deal with.

“ My son was five months old 
at the time. 1 thought 1 was just 
fatiqued," she said. Grohol went 
to the doctor for a kidney infec­
tion and the doctors found she 
had a high white blood cell 
count. Six months later she had 
a bone marrow transplant.

“ Michael, my oldest brother, 
was the donor. They tested ail 
my brothers and sister and both 
my parents. Everyone wanted to 
be the one who matched and 
Michael was a perfect match." 
she said.

She had to leave her baby, 
John Christopher, with her hus­
band and his parents while she 
was in Seattle. She also made out 
a will to arrange for her infant’s 
care if she were to die. “ I did 
face the fact that it was a 
possiblity I might not make it,” 
she said.

“ it was very, very difficult. I 
wanted to see (my baby) grow 
up. 1 wanted to be mere for him. 
But he also factored :nto my 
decision to have the transplant.”

She was told she could stay on 
medication rather than have the 
transplant. But doctors couldn’t 
guarantee the medicine would 
save her life. She could go into 
a “ blast crisis,” a critical stage 
where cancer cells start to 
reproduce rapidly, at any time. 
At the same time, there were also 
major risks with the operation, 
especially during the critical 
months after the transplant w ;n 
she would be without an immune 
system.

"I didn't want to be wonder­
ing it it was going to get worse,” 
•he said. “ I told myself if I'm 
going to make it. I’m going to 
make it now,” she said, explain­
ing win she chose the operation.

would reduce some of the 
uncertainties if she made it 
through the critical period, the 
lu s t three months after, the 
operation.

" I  wanted lo do it when (John 
Christopher) was young enough 
where it wouldn’t affect him so 
much. I didn’t get to see his first 
step. 1 didn’t get to hear his first 
words,”  she said. “ But I’m get­
ting to see a lot of long term 
things I might not have been able 
to see otherwise.”

Grohoi said her attitude 
helped her get through worst 
parts. “ After I went through the 
g rief process, something 
everyone goes through, my 
whole attitude was, ‘O.K., I’m 
young. I’ve got a whole life 
ahead of me.-Let’s get on with 
life, ’ ”  she said.

“ There’s a lot of bad things 
that you need to go through to 
get belter,” Grohol explained. 
And Grohol is better. She looks 
healthy and stays very active. “ I 
just like to get outdoors and do 
things,”  she said. She and her 
husband water ski, w..id surf, 
snow ski, play softball, ride 
motorcycles . . . "I'm busy,” 
she said with a laugh.

“ As far as I’m concerned, I’m 
cured. I don't live (cancer) every­
day. 1 don’t dwell on it. It’s not 
something that haunts me," she 
said. “ I look completely normal.
I don't have any physical scars 
that people notice. A lot of good 
has come out of this. I've made 
a lot of friends and 1 think I’ve 
been able to help and encourage 
people (who have cancer)."

Grohol has counseled others 
with leukemia, mostly through 
referrals — some through 
Cancermount, a program 
through the American Cancer 
Society which attempts to match 
up people with similar type 
cancers.-or close age group, so 
that tlte newly diagnosed patient 
can have somebody to talk to. 
She said it's sometimes hard on 
a cancer patient to lime complete 
strangers approach them to com­
ment on their condition. .‘.‘ I think • 
it's invading sombody's privacy 
unless ihc pcrson is open and public about it like Eileen is. .

she said. “ But if a complete 
stranger comes up to you . . . 
and says ‘Oh, I’m sorry, I heard 
you were sick,’ it’s uncomfor­
table.”

Grohol said the best thing a 
person can do to help a cancer 
patient is to send cards and let­
ters while they are in the hospital 
as well as donate a blood sample 
so their names will be on the 
national registry. However, she 
realizes that even if a match is 
made, it doesn't mean a life is 
saved.

She said scientists were doing 
research on patients who 
developed cataracts due to the 
radiation to find out how 
cataracts develop. She has slight 
cataracts and supports their 
research. “ I feel like 1 am able to 
help out in that way,”  she said. 
She also tries to turn the trauma 
of the past into a positive future.

“ I wondered for a long time 
why this happened to me. 1 feel 
like I can look back now and feel 
I’m special because a lot of 
people who have not experienced 
a life or death situation take 
things for granted,

"I don't want to glorify a bone 
marrow transplant because it’s 
not a sure thing," she said. “ Not 
everyone is going to makf a  through it. Anything could go1 
wrong because you don’t have an 
immune system.”

However, Grohol does see it as 
a wav people can help others and 
said the odds of a cancer patient 
surviving arc increasing.
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A  CHANCE T O  
SAVE TH E  L IFE  
O F A  S T R A N G E R

JS& year ago, Danny Sto-
sH j»rey, an Air Force 

M F ^  equipment specialist 
in Milwaukee, agreed to do­
nate bone marrow to a leuke­
mia victim he had never met. 
The transplant was success­
ful. Says an ecstatic Storey: 
“You’re not giving up any­
thing from yourself, but you 
have saved somebody’s life."

Storey is one of 200,000 
people who’ve joined the 
three-year-old National Mar­
row Donor Program (NMDP), 
which matches victims of fa­
tal blood diseases with unre­
lated donors. The odds of 
finding a match is remote— 
just 20,000 to 1, which is why 
only 430 such transplants 
have been made so far. Still, 
those odds improve as more 
donors sign up. Corporations 
are joining the effort. In July, 
General Mills and Searle an­

nounced employee programs: 
The companies will pay the 
S75 cost of "typing.”

Anyone from 18 to 55 and 
in good health can undergo 
this first step. An N.MDP-affiii- 
ated blood bank or hospital 
will type your blood for basic 
human leukocyte antigens. 
The information is stored un­
til you’re given a preliminary 
match with a recipient, wnich 
could take years, There’s a 
less than 20% chance you’ll be 
called at all.
many tests. If you are, you 
undergo additional compatibil­
ity tests, a complete physical 
exam, and psychological coun­
seling. “You know you're giv­
ing a specific person the only 
chance at life he has," says 
Tony Steele, coordinator of 
the NMDP al Belle Bonfils Me­
morial Blood Center in Den­
ver, So far, over 50% of the 
recipients have survived.

If you feel you can't tal-e it, 
this would be the time io back 
out. That’s because the next 
irrevocable step is for the re­
cipient to undergo rigorous 
chemotherapy aimed at de­
stroying bone marrow so it 
can be replaced with yours.

Donating marrow is not

simple. You are placed under 
general anesthesia while the 
marrow is extracted from 
your pelvic bones. Expect an 
overnight hospital stay and to 
acne for about 10 days.

The marrow, meanwhile, is 
rushed to the recipient for

transplant within 24 hours. 
You'll know only the patient’s 
first name and age, but you’ll 
be kept informed about his or 
her status. Once the proce­
dure is completed, however, 
the two of you can exchange 
names and even meet. The 
family of one leukemia victim

who died actually listed his 
donor among his survivors.

Because of the emotional 
impact, the NMDP (800 654- 
1247) initially limited people to 
one donation, but it’s recon­
sidering. That's because of 
donors such as Maria Gaitan-

Endres, a property manager 
in McLean, Va. She gave mar­
row to a 33-year-old West 
Coast leukemia victim in Au­
gust. The outcome is still in 
doubt, but she found the ex­
perience so rewarding that 
“I'd give again in a heart­
beat.’’ Sandra Atchison
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